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Abstract  
Objective 
To understand why some adults with primary brain tumors do not use support services 
despite indications of a need for help. 
Methods 
Nineteen adults recently diagnosed with primary brain tumors participated in semi-structured 
interviews. Thematic analysis was used to identify recurrent ways participants explained their 
non-use of support services. 
Results 
Some patients indicated that they did not use support services as they did not need help, in 
particular reporting positive experiences relative to their expectations or to others, that their 
needs were met, or difficulties recognising their needs. Some patients reported not wanting 
help, citing preferences to self-manage, other priorities, or negative perceptions of the 
services available. Many patients identified barriers to support service utilisation, particularly 
problems recognising that services could address their needs and that their needs were valid 
concerns.  
Conclusion 
The gap between patients’ needs and their service use may result from patients’ expectations 
from the medical system, shifting of standards for well-being, cognitive changes, and access 
issues.  
Practice implications 
Addressing knowledge barriers and perceptions relating to help-seeking, as well as 
recognising the challenges specific to this patient group in terms of need recognition and 
access issues, may assist in improving patients’ physical, psychological and social well-
being. 
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1. Introduction  
Primary brain tumors are associated with numerous physical, cognitive and neurological 
impairments, and psychosocial sequelae to the tumor and its treatment [1, 2]. Patients often 
experience functional, occupational, family and social changes, and high levels of unmet 
supportive care needs [3-5]. Clinical guidelines for glioma, the most common primary brain 
tumor, recommend offering patients multidisciplinary rehabilitation to address any residual 
deficits during and following treatment [6, 7]. Assessment of patients’ needs and referral to 
information, support and counselling services, and sources of practical assistance, are also 
recommended [8, 9]. 
Although a clear pathway including assessment of unmet needs, appropriate clinician referral, 
patient use of services, and subsequent resolution of unmet needs would be ideal, few people 
affected by brain tumors experience such care. We recently conducted a population-based 
study in the Australian state of Queensland to assess the supportive care needs and use of 
multidisciplinary rehabilitation, community and psychosocial services, collectively referred 
to hereafter as ‘support services’, among adults recently diagnosed with a primary brain 
tumor [10]. Participants reported high levels of unmet needs; forty to seventy percent of 
patients had a moderate to high level of need for help with each of the five most prevalent 
supportive care needs at each time point. Patient awareness of support services was high, with 
all or almost all participants being aware of at least one support service in each category of 
information, health professionals, support and counselling, and practical assistance. Clinician 
referral to services varied across categories, but the proportion of patients referred to at least 
one service in each category ranged from 47% to 81%.  However, use of support services was 
low relative to need, particularly for support and counseling services and practical assistance.  
Our results add to growing evidence that a gap between patients’ needs and their use of 
supports or support services exists [2-4, 11-13]. The gap may be partly due to factors relating 
to the availability of appropriate services, particularly in regional or rural areas [14]. Low 
clinician rates of referral of people with brain tumors to support services have been 
demonstrated in the US [15], the UK [16], and Australia [17]. Even if support services are 
available and accessible, however, patients must choose to use them.  
A number of studies have qualitatively explored the reasons why patients with brain tumors 
use support services of various kinds. These studies suggest that patients want support 
services to help address their needs for information, navigate through bureaucratic processes, 
and to return to pre-treatment responsibilities or prepare for long term care [18]. Patients with 
brain tumors found brain tumor-specific support services valuable for understanding their 
illness and receiving emotional support [19], and brain tumor support groups helpful to 
maintain morale [20]. Health professionals were seen as able to provide expert opinion, 
treatment and support, which was valued as patients grappled with uncertainty over their 
prognoses and how their diagnoses would affect their quality of life [21]. Cognitive and 
physical rehabilitation services were used to help patients to understand their impairments 
and develop strategies to manage them [19], and to ‘get back to normal’, gain independence, 
maintain hope, and connect with everyday life [22]. To the best of our knowledge, no study 
has specifically investigated why patients with brain tumors do not use support services, 
although Hackman suggested that some patients may not understand the purpose of 
rehabilitation in light of a poor prognosis [22]. 
 3 
The reasons why patients with primary brain tumors do not access support services is unclear.  
This paper reports a qualitative study designed to explore the experiences of adults with 
primary brain tumors who have unmet needs. Our purpose here is to explore the reasons 
reported by patients with brain tumors when explaining their non-use of support services to 
address their unmet needs. 
 
2. Methods  
Research ethics approval was obtained from Queensland University of Technology Human 
Research Ethics Committee and the Queensland Cancer Registry (QCR). Methods are 
described in full elsewhere [10]. Briefly, potential participants were identified through the 
QCR, a population-based cancer registry which records all brain tumor diagnoses in 
Queensland, Australia. Eligible participants were adults aged eighteen years and over who 
had been diagnosed with a malignant or benign primary brain tumor. Patients were 
approached for participation at approximately three months post-diagnosis, to allow the 
completion of primary surgical and radiotherapy treatment, and after confirmation of 
eligibility and permission to contact was provided by their treating doctors. After written 
informed consent was provided, participants completed structured quantitative 
questionnaires, administered via telephone interview, to ascertain their unmet supportive care 
needs and secondary outcomes. Approximately three months later, participants were 
administered the same questionnaire, plus a questionnaire assessing their awareness of, 
referral to, and use of psychosocial, rehabilitation or community services.    
2.1 Qualitative interview procedure and schedule 
Semi-structured interviews were conducted at the end of the follow-up quantitative telephone 
interview and aimed to identify barriers and facilitators to utilisation of support services. 
Interview content was informed by the concepts identified in the literature as possible 
influences on decisions to use health services. Concepts included self-efficacy, social support 
and constraints, attitudes to help-seeking, subjective norms, distress, outcome expectations, 
awareness of services, and clinician referral. Although participants were encouraged to speak 
spontaneously, prompts were used to assess topics which had not been introduced from the 
concept list. As many patients had identified significant unmet supportive care needs and low 
utilisation of support services in the quantitative questionnaires, many interviews focused on 
participants’ reasoning for not using support services despite reporting unmet needs, and thus 
is the focus of the analysis reported here. The qualitative component of the interviews took 
between 15 and 30 minutes. Interviews were audio recorded and transcribed verbatim. 
2.2 Participants and setting 
Of the forty persons who participated at baseline, 32 participated at follow-up, and 27 of 
those participants completed a qualitative interview (Figure 1). In eight cases, a family 
member participated on the patient’s behalf at follow-up with their consent, as the patient was 
not well enough to participate. To ensure that data reported reflected patients’ perspectives, 
analysis was undertaken of data from the 19 interviews conducted with patients only. 
Although the exclusion of data collected from family member proxies may limit the sample 
to those with better health status, some studies suggest that partners are typically more 
dissatisfied with patients’ psychosocial care than patients themselves [23, 24]. Family 
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members may also experience barriers to having their own psychosocial needs met, which 
may influence their perceptions of the psychosocial services available to the patient, and their 
reasons for using or declining support services [25]. Although data collection was undertaken 
with all available participants rather than until theoretical saturation, the rich data and 
recurrence of themes allows empirical confidence in the theoretical propositions generated 
[26], in a novel and understudied area. 
Interview participants were ten women and nine men, half of whom lived in a major city. 
Eight had received a diagnosis of a malignant brain tumor, nine had a diagnosis of a benign 
brain tumor, and two reported being unaware of the malignancy of their tumor. Participants 
reported a median of nine (range 1-21) moderate or high level unmet supportive care needs at 
baseline, and one (range 0-26) moderate or high level unmet needs at follow-up. The most 
common unmet needs were concerns about the worries of those close to you at baseline and 
lack of energy or tiredness at follow-up.  
Due to the sampling method, patients could have received treatment and psychosocial care 
from any hospital or health service; consequently, the support services available to patients 
and the information given to patients about available support services was not consistent. 
Both hospital-based and community support services are utilised within the Australian health 
care system. Further, Queensland is highly decentralised, with significant disparities in 
psychosocial outcomes for cancer patients by geographical region [27]. The proportion of 
participants who reported that they were aware of support services, which reflects both access 
to and information about services, varied considerably across services; ranging from none for 
the Brain Tumour Alliance Australia, the national consumer support organisation for people 
affected by brain tumors, to 97% for speech-language pathologists (often referred to as 
‘speech therapists’ by the participants) [10]. Participants reported accessing a median of three 
(range 0-9) different types of support services (Table 1), most commonly physiotherapists, 
information booklets on diagnosis, information available on the internet, and speech 
therapists. 
 
Table 1. Participant characteristics. 
ID Age 
group 
Gender Malignancy Remoteness Unmet 
needs at 
baseline1 
Unmet 
needs at 
follow-up1 
Services 
used2 
1 40-49 Female Benign Inner regional 7 1 8 
2 50-59 Female Benign Outer regional 9 1 3 
4 40-49 Male Malignant Inner regional 13 8 5 
7 70-79 Male Benign Inner regional 16 4 9 
9 50-59 Male Malignant Inner regional 21 17 8 
13 60-69 Male Malignant Inner regional 11 16 3 
14 40-49 Male Benign Major city 7 0 2 
15 60-69 Male Benign Inner regional 1 1 5 
16 40-49 Female Benign Inner regional 4 1 1 
17 60-69 Female Malignant Major city 10 19 7 
18 50-59 Female Benign Major city 15 0 3 
19 60-69 Female Malignant Major city 1 1 3 
22 70-79 Female Benign Major city 2 0 4 
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25 70-79 Male Don't know Major city 1 0 1 
34 50-59 Female Malignant Major city 15 9 6 
36 60-69 Female Don't know Inner regional 12 9 0 
38 20-29 Female Malignant Major city 4 5 3 
39 70-79 Male Benign Major city 6 0 0 
40 60-69 Male Malignant Major city 11 26 5 
1 Moderate/high level unmet needs 
2 Use of services collected at follow-up; refers to number of different types of services used 
 
2.3 Thematic analysis 
Verbatim interview transcripts were entered into the computer software package NVivo. 
Thematic analysis was used to identify themes inductively using the approach described by 
Pope, Ziebland and Mays [28]. This approach involved reading the transcripts many times to 
ensure familiarisation with the data. Chunks of data were coded into different categories and 
grouped into initial themes based on central ideas. Two investigators (DL and SE) 
independently analysed and coded the data in four rounds, with differences in coding in each 
round allowing further exploration of the codes and categories. After resolution of 
discrepancies via discussion, codes and categorisations were refined, leading to the 
identification of key themes. Throughout the process, reference was frequently made to 
transcripts to ensure the original meaning of participants’ comments was retained. 
 
3. Results  
All participants in the study reported multiple, often complex, supportive care needs. They 
mostly discussed these needs as a unitary whole, rather than describing each supportive care 
need in turn. Across the discussion of these needs, three main themes were identified in 
relation to support services, with many participants concurrently speaking about the same 
needs across all themes. The following themes are illustrated using participant quotes and 
accompanying quantitative data. The themes that evolved to describe participants’ reasons for 
not using support services were “Don’t need help”, “Don’t want help”, and “Can’t get help”. 
3.1 Theme 1: “Don’t need help” – a perception that support services were not needed  
This theme was comprised of responses made by some participants who explained why 
support services were not needed to manage their needs. These comments were often made 
by participants whose quantitative data indicated a high level of unmet supportive care needs. 
Common reasons provided for not needing support services were that: 1) they were doing 
well compared to other brain tumor survivors; 2) their needs were already met by their 
healthcare team; and 3) they had not been aware of their needs.  
Several participants reported not using any or a particular support service. The perception that 
help was unnecessary particularly arose when participants positively compared themselves to 
others or to possible outcomes that they had anticipated. 
Mostly I have been fairly good with fairly, you know, mild side-effects to everything 
and being- even though that- even though the tumor I have is- is bad. (P40; 11 unmet 
needs at baseline, 26 unmet needs at follow-up, 5 types of services used) 
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Some participants reported that they had not needed help as yet or at a previous point in time. 
Others reported that they did not need help because their needs were met by their healthcare 
team, or by their own personal or informal sources of support.  
I didn’t need those other agencies as such because I had that network [of friends and 
family]. (P15; 1 unmet need at baseline, 1 unmet need at follow-up, 5 types of 
services used) 
A few participants acknowledged that they may have needed help at an earlier time, but did 
not acknowledge their needs either due to unawareness or as a way of coping with their 
condition. 
I was pretty negative about getting any help – I don’t know why. I didn’t see why I 
needed to go to these speech therapists. But getting better I- I realised that there was 
something wrong with my speech but I didn’t feel it at the time. (P2; 9 unmet needs at 
baseline, 1 unmet need at follow-up, 3 types of services used) 
3.2 Theme 2: “Don’t want help” – a desire not to use support services to address needs 
Compared to the first theme, in which participants explained why they did not need support 
services, this theme highlighted participants’ choice and active role in deciding about the 
management of their needs. Responses in this theme were raised by a smaller proportion of 
participants than the first theme. 
A few participants reported that they did not want to utilise a support service, despite their 
potential benefits. These few participants emphasised that they made a conscious choice, 
specifying that they were aware of their needs. In effect, if there were support services 
available to address these needs, some participants did not wish to use them. 
I guess if [support services are] out there and I haven’t availed myself of it, then that 
is a choice rather than a lack of knowledge. (P17; 10 unmet needs at baseline, 19 
unmet needs at follow-up, 7 types of services used) 
Participants provided many reasons to explain why they did not wish to use support services 
to address their needs. Although participants tended to report an awareness that they had 
unmet supportive care needs, they also tended to report that they did not see the value of 
using support services. 
I don’t know whether I would have improved quicker if I had that help. (P2; 9 unmet 
needs at baseline, 1 unmet need at follow-up, 3 types of services used) 
Among the responses comprising this theme, a desire to manage issues themselves or to 
accept issues rather than seek or accept help was also apparent. 
You tend to go with ‘oh well, if- if this is as good as it is then that’s okay, I’ll just live 
with this’… I never feel normal. (P34; 15 unmet needs at baseline, 9 unmet needs at 
follow-up, 6 types of services used) 
A few participants reported that although they had unmet supportive care needs, they had 
prioritised other issues over these.  
[I was] just focused on getting through [treatment]. (P36; 12 unmet needs at baseline, 
9 unmet needs at follow-up, 0 types of services used) 
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3.3 Theme 3: “Can’t get help” – difficulties accessing support services to meet the needs 
experienced 
Unlike the previous themes, responses in this theme reflected obstacles to accessing support, 
even where needs were recognised. In some cases, these were barriers to access such as cost, 
geographical isolation from support services, or the administrative processes required in order 
to access a support service. 
I guess it’s pretty hard to do when you’re living as far away, see we don’t have a 
Skype arrangement or anything with our internet, but something like that would be 
handy. (P7; 16 unmet needs at baseline, 4 unmet needs at follow-up, 9 types of 
services used) 
Some participants attributed their difficulties in identifying support services to a lack of 
information from health services. In a few cases, the barriers experienced caused participants 
to abandon their help-seeking attempts, or to utilise informal supports rather than professional 
support services. 
Well, I find a lot of it’s just so much paperwork, yeah like, you’ve got to fill out so 
much out and answer so many questions. And it just gets all a bit over the top and just 
sitting there going don’t worry about it. (P4; 13 unmet needs at baseline, 8 unmet 
needs at follow-up, 5 types of services used) 
Some participants reported that their tumor- or treatment-related incapacities or limitations 
themselves acted as barriers to accessing help. Participants reported accessibility issues when 
a support service was desired, or problems recalling what support services were available. 
Well, in some cases you possibly get told [about support services available], cause to 
start with, after the operation, you know, it takes a bit of remembering everything, in 
fact, I probably didn’t. (P7; 16 unmet needs at baseline, 4 unmet needs at follow-up, 9 
types of services used) 
Participants’ personal knowledge and beliefs also created barriers to support service use. For 
example, some participants chose not to access support services because of the nature of the 
issues they experienced and whether they believed these could be addressed. Some 
participants expressed difficulties in knowing if their experiences were typical following 
brain surgery, and particularly whether these were amenable to change. 
… at first off you’ve got to know, I mean- what I found this massive frustration part 
of it is what I’m experiencing is that normal part of, of having a brain tumor or is it a 
part of having had surgery, or is it just the side effects that I’m experiencing, how 
normal were they. (P17; 10 unmet needs at baseline, 19 unmet needs at follow-up, 7 
types of services used) 
A related challenge that some participants reported was identifying whether support services 
existed which could help with some of the problems they were experiencing. This was 
especially an issue when patients had difficulties articulating their needs. 
I had made mistakes at work and- I know I had trouble talking to people on the phone. 
I didn’t feel that I had enough information and I was going to say the correct thing, 
the right thing, so how people- someone, would’ve helped me with that I don’t know 
but that’s probably what I needed. (P2; 9 unmet needs at baseline, 1 unmet need at 
follow-up, 3 types of services used) 
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 4. Discussion and Conclusion  
4.1 Discussion 
This study explored the reasoning of participants with primary brain tumors relating to their 
non-use of support services to address their unmet needs. All participants reported multiple 
supportive care needs. They mostly discussed these needs as a whole, rather than describing 
each supportive care need in turn. Across the discussion of these needs three themes relevant 
to low uptake of support services were identified: “don’t need help”: a perception that support 
services were not needed; “don’t want help”: a desire not to use support services to address 
needs; and “can’t get help”: difficulties accessing support services to meet the needs 
experienced. Understanding the reasons given by patients for not using support services is 
important for identifying and removing service barriers and recrafting services to meet patient 
needs. 
A patient’s perception that they “didn’t need help”, despite reporting unmet needs, may stem 
from their expectations with regard to the scope of care provided by the medical system. 
Patients may not expect to receive help for issues which they do not perceive as ‘treatable’, 
such as fatigue, or which they perceive as beyond the clinical remit, such as financial or other 
social issues [29, 30]. Patients may also minimise their concerns for fears of being seen as too 
demanding by clinicians [31]. A consequence of these expectations and beliefs may be that 
patients’ needs go unaddressed, resulting in needless suffering, and potentially having 
implications for patients’ long-term physical, social and emotional functioning [8].  
The theme “don’t want help” shows the need for clear information about the concerns that 
support services might address. As was demonstrated in this theme, patients commonly wish 
to self-manage their issues or utilise informal sources in preference to seeking help from the 
medical system [32-34]. Supporting patients’ preferences for self-management or the 
utilisation of informal sources of support is essential, and indeed supported self-management 
is a cornerstone of chronic disease management [35]. However, it is essential that patients 
choose to self-manage or use informal support rather than support services with a clear 
understanding of the range of symptoms and concerns that support services can address and 
successfully treat. In the absence of this understanding, patients lacking the internal or 
external resources to address their needs may be disadvantaged. 
Low reporting of a need for help while simultaneously reporting physical or psychosocial 
problems may occur as patients reassess and shift their personal standards and expectations 
following their diagnosis or treatment [36]. Fayers, Langston, Robertson and group [37] 
suggest patients typically compare themselves to other ill patients, rather than to themselves 
before they were ill.  This “downward comparison” may be a way of enhancing their own 
psychological well-being [38]. Patients also tend to underestimate the amount of support that 
they need or receive as a way of demonstrating their independence [39] and minimising the 
losses they have experienced [40]. Although the use of such self-enhancing cognitive 
strategies may be helpful for patients’ coping, some evidence suggests patients who use this 
strategy may be less likely to perceive a need for professional help or to seek help for their 
problems [41, 42]. Whether providing information tailored to an individual’s illness severity 
that suggest unmet needs are not “normal” or “usual” could motivate individuals to seek help 
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without impairing their coping is yet to be determined [43]. Nevertheless, providing 
normative models for help-seeking may be beneficial [44].     
Assessment and referral pathways are also essential to ensure that unmet needs are identified 
for patients with brain tumors so appropriate support services are offered. The results of this 
study support previous work which has shown that a lack of self-awareness, problem-solving 
skills, or decision-making abilities among patients with brain tumors may limit their ability to 
recognise their own needs, or to present themselves as better functioning than is actually the 
case [45, 46]. In this study, patients reported being unable to recognise or articulate their own 
needs, or recall the support services available to address them, which acted as barriers that 
prevented them getting help. Given these inabilities, clinicians may need to take a greater role 
in assessing patients’ needs and putting plans in place to ensure they receive support. Despite 
this, some evidence suggests poorer referral processes for this patient group, at least in the 
area of rehabilitation [45-47]. Low referral rates in the presence of problems seem to stem 
from clinicians’ limited knowledge of the benefits of allied health services [45], discomfort 
discussing brain tumors and their prognosis [47], and beliefs that rehabilitation is not 
beneficial for persons with poor prognosis [22, 48]. Targeting clinicians’ lack of knowledge 
and subjective beliefs, alongside the development and implementation of screening and 
referral pathways, may help overcome the barriers to getting help that patients with impaired 
cognition face [49]. 
Given that some patients reported that they “can’t get help”, interventions to ensure patients 
who desire services are able to access them are required. Fragmented health care systems in 
countries like Australia may impede the delivery of optimal care [50], but better coordination 
of care can assist patients to overcome the barriers created by distance, cost and 
administration [51]. Patient information materials specific for patients with brain tumors, 
acknowledging possible visual, auditory and neurocognitive difficulties, have previously 
been recognised [52, 53]. Interventions addressing these challenges include using telephone, 
video and alternate communication modalities that rely less on vision and aspects of 
cognition such as verbal memory than text-based materials [54].  Future research could build 
on this knowledge while addressing attitudinal and normative factors to encourage help-
seeking for unmet needs that can be addressed by support services. 
There were several limitations to this study. Recruitment was limited to patients from a single 
Australian state, and to those well enough to participate. The findings may have been 
different if caregivers’ views had been considered, although the difficulties in distinguishing 
their experiences in accessing psychosocial care from those of patients has been previously 
noted [23-25]. Interviews were conducted early in the disease trajectory, when patients may 
not yet have yet wished to seek help for their issues, and experiences may have varied over 
time. Experiences may have varied depending on whether patients’ tumors were malignant or 
benign. This topic is worthy of being explored further. Patients may not have accurately 
recalled, or reported their use of support services or the reasons for their use or non-use, 
particularly as cognitive impairments are common in this population. Some patients 
experienced communication problems or decreased self-awareness, which may have limited 
the richness of the data collected. However, the themes that emerged were comparable to 
findings from previous research [30, 49] and may provide insights into patients’ beliefs which 
may be relevant more broadly. 
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4.2 Conclusion 
This study extends what is currently known about patients’ reasoning with regard to using 
support services. Notably, patients may have difficulty recognising their problems or that 
these could be treated, or minimize the issues experienced, both to themselves and to health 
professionals. The recommendation to assess patients’ physical and psychosocial needs and 
refer to appropriate support services represents a modifiable pathway to improve patient well-
being.  
4.3 Practice implications 
Patients with brain tumors may lack the capacity to recognise their needs, or hold 
assumptions about the treatability of their issues that limit their help-seeking. Assessment of 
patient needs for help and desire for assistance by health professionals is recommended. 
Notwithstanding some patients’ preferences for self-management, promotion of support 
services and their impact may help to reduce the low levels of service utilisation that we have 
observed and consequently reduce patients’ unmet needs.  
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Highlights 
• Patients may downplay or not recognise their issues or problems. 
• Patients may not understand if their issues are ‘normal’ or can be treated. 
• Patients may wish to self-manage or use informal sources of support. 
• Patients’ limitations may themselves act as barriers to accessing services. 
 
Baseline (3 months post-diagnosis) 
Quantitative survey: 
- Unmet supportive care needs 
n=40 (29 patients & 11 proxies) 
 
n=4 died 
n=4 lost to  
follow-up 
 
Follow-up (6 months post-diagnosis) 
Quantitative survey: 
- Unmet supportive care needs 
- Service utilisation 
n=32 (23 patients & 9 proxies) 
 
n=5 declined  
interview 
 
Qualitative interview 
n=27 (19 patients & 8 proxies) 
 
Figure 1. Study design and participation across study activities 
 
